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A B S T R A C T 
 
 
Introduction:  Research on the challenges of raising a child with autism is mostly conducted in Europe, North America and 
Australia, and has revealed that parents have to come to terms with living with a lifelong developmental disability. In addition, 
parents are faced with numerous concerns, such as caring burdens, poor prognosis, and negative public attitudes. Virtually no 
research has been conducted in Africa on this subject. 
Methods:  Thirty-seven interviews and eight focus group discussions were conducted with parents of children with autism and 
professionals in regular contact with these parents from rural and urban counties of the Kenyan coast. The study investigated 
challenges faced by parents and how they cope with those challenges. A purposive–convenience sampling procedure was used in 
selecting the study participants. A digital recorder was used to record all the interviews and focus group discussions. Transcriptions 
were done in Swahili, translated into English, and then imported to the NVivo software program for content analysis. 
Results:  The results indicate that parents of children with autism on the Kenyan coast experience common challenges including 
stigma, lack of appropriate treatment, financial and caring burdens regardless of their religious and cultural backgrounds. Coping 
strategies applied by parents comprised problem-focused aspects that involve diet management and respite care, and emotion-
focused aspects that consist of beliefs in supernatural powers, prayers and spiritual healing. 
Conclusions:  This qualitative study reveals a range of challenges that could have significant impact when caring for a child with 
autism. Coping strategies applied by parents target the physical health of the child and the psychological wellbeing of the parent. 
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Consideration of these outcomes is vital as they could impact the initiation of a community-based rehabilitation service delivery in 
rural settings where parents play an active role. 
 






Research on the challenges of raising a child with autism is 
mostly reported from Europe, North America and Australia1 
and has revealed that parents have to come to terms with 
living with a child who has a lifelong developmental 
disability. In addition, parents are faced with numerous 
concerns, such as caring burdens, poor prognosis, and 
negative public attitudes2,3. Other challenges include 
increased financial burdens, misconception of the nature of 
autism and low levels of social support4,5. Availability of 
services for treatment is limited, even when a proper 
diagnosis is done6.  
 
Although awareness about autism has increased in resource-
rich countries, autism still remains poorly understood by 
most Kenyans and other people in sub-Saharan Africa7-9. A 
recent study conducted on the Kenyan coast revealed that 
there is a mixture of perceptions by the local people on the 
causes of autism10. Both preternatural and biological factors 
were thought to cause autism. These views could influence 
the challenges and coping strategies of parents with children 
with autism in this region. 
 
Autism is a misunderstood condition in Kenya, and in Africa 
in general. Lack of awareness limits access to appropriate 
services that may improve quality of life and prognosis in 
children affected by autism. In addition, parents of children 
with autism face challenges such as single parenting or 
divorce, childcare needs and lack of financial resources, all of 
which have negative effects11. Information on how these 
parents cope with these challenges is scant. 
 
The stress of living with a child with autism can affect the 
psychological and emotional wellbeing of parents and 
generate conflict between them12,13. This aspect is worsened 
by the poor prognosis of autism14. Parents of children with 
autism experience increased personal stress, problems in 
interpersonal relationships and increased isolation15,16. 
Parenting stress has a negative impact on the mental and 
physical health of parents of children with autism17,18. Factors 
that contribute to elevated stress in parents of children with 
autism include the child’s behavioral problems, lack of 
adequate professional support, and social attitudes towards 
individuals with autism. A study conducted by Werner19 
revealed that lives of persons in families that have children 
with autism often revolve around dealing with the child’s 
unusual behaviors. These behaviors may adversely impact on 
family function.  
 
Stigma is one of the most difficult aspects of public 
encounters experienced by parents of children with a 
disability20. Stigma is a social construct defined as a mark of 
shame or discredit, characterized by guilt or disgrace21. 
Components of stigma include labeling, stereotyping, 
separation, status loss, and discrimination22. Parents of 
children with autism often experience stereotyping and 
negative public reactions. These parents need adaptive 
strategies to cope with the problems manifested in public 
encounters. 
 
Studies in resource-rich settings have revealed that parents 
harness a range of strategies to cope with these 
challenges. Gray23 highlighted three strategies used by parents 
of children with autism: accommodation of the biological 
basis of autism, in which the parents accept that the disorder 
is a result of natural causes; resistance to the biological basis 
of autism, where parents tend to view autism as a 
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consequence of external influences or forces; and the use of 
spiritual beliefs to understand their situation, which is based 
on beliefs in God and the conviction that everything is 
possible through faith. Other coping strategies include 
accessing information, withdrawal from social interactions, 
shifting expectations, and working towards inclusion and 
greater acceptance of the child24,25. Because Africa has a wide 
range of sociocultural environments, conceptions of autism 
are relatively diverse24 and might influence coping 
mechanisms of parents of children with autism in different 
ways. 
 
Folkma and Lazarus developed and revised a measure of 
coping26. The measure is made up of a series of predicates, 
each portraying an action in which people engage when 
stressed. Problem-focused coping aims to alter the source of 
the stress, while emotion-focused coping tries to reduce or 
manage the emotional distress associated with the situation27. 
Problem-focused coping tends to predominate when people 
feel that something can be done, whereas emotion-focused 
predominates when people feel that the stressor must be 
endured27. Because conceptions of autism in Africa are 
diverse compared to other continents28, coping mechanisms 
of parents of children with autism may be different. 
 
Although coping with autism has been examined in a number 
of studies from resource-rich settings, there is a paucity of 
research that has been conducted with parents of children 
with autism in Africa. Unpublished work provides scant 
information on how children with autism are perceived8,29. 
Lack of evidence-based information on challenges and 
possible coping strategies of parents of children with autism 
could negatively influence initiation of community-based 
rehabilitation. Community-based rehabilitation is a strategy 
initiated by WHO for rehabilitation, equalization of 
opportunities, poverty reduction, and social integration of 
persons with disabilities and their families30. 
 
Building on this scanty evidence base and results of a disability 
study conducted in Kilifi County31, which revealed that a 
child with a disability influences the expectations of 
caregivers, the present study set out to explore the life 
challenges of raising a child with autism on the Kenyan coast, 




This study utilized a qualitative design and applied a 
phenomenological methodology. This methodology was 
thought appropriate as the study examined real-life 
experiences brought about by the existence of a child with 
autism in the family. The study addressed two research 
questions: 
 
1. What are the challenges faced by parents of children 
with autism on the Kenyan coast? 




The study was conducted in two counties of the Kenyan 
coastal region: Kilifi and Mombasa. Kilifi County is rural with 
a poverty level of 71% and a literacy level of 55%, while 
Mombasa County is urban with a poverty level of 38% and a 
literacy level of 86%. The monthly incomes are US$8 and 
US$33 for the rural- and urban-dwellers respectively32. The 
predominant inhabitants from the two counties are from the 
nine Mijikenda subgroups, the Swahili, and the Arabs. These 
inhabitants have different cultural beliefs and practices. The 
Kenyan coast was seen as a good area for this study due to its 




Two groups of participants were recruited: parents of 
children identified with autism and professionals in regular 
contact with parents of children who have autism. A total of 
103 participants were recruited: 60 from the rural county 
and 43 from the urban county. Participants were from 
different cultural backgrounds and religious beliefs, including 
Christians, Muslims, and traditionalists. Kilifi County mostly 
follows the Mijikenda traditional practices, although there are 
some influences of the Swahili and Arab cultures and 
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traditions. Mombasa County follows mainly the Swahili and 
Arab traditions and practices. Elements of Mijikenda culture 
are seen in some parts of the county. Thirty-seven 
participants from both counties participated in in-depth 
interviews of 30 minutes each, while 66 participants took 
part in focus group discussions (FGD), lasting for an hour. 
Participants from the two counties did not know each other. 
The participants who took part in the in-depth interviews 




A purposive–convenience sampling procedure was used to 
recruit the study participants. This sampling method was 
deemed appropriate for this study as it sampled participants 
thought to have the time and ability to give the required 
information. Parents of children with autism from the rural 
county were recruited through the neuro-assessment clinic at 
Kilifi County Hospital while those from the urban county 
were selected through an educational assessment and 
resource center. The neuro-assessment clinic comprises of a 
neurologist and two pediatric clinicians, while the resource 
center team is multidisciplinary, made up of assessment 
teachers, hospital rehabilitators (physiotherapist, occupational 
therapist, and orthopedic technician), a pediatrician, an ear–
nose–throat specialist and a social worker. An evaluation 
report from the team is necessary before a child is put into a 
special education program. 
 
Special needs teachers were recruited from specialized units 
and schools, while clinical officers were from the county 
hospitals. Social workers were selected from the Ministry of 
Culture and Social Services. 
 
Data collection methods 
 
In-depth interviews and FGDs were utilized in the data collection. 
The interviews and focus groups were facilitated by the first and 
third authors (JKG and KR). As the study aimed at obtaining the 
emic perspective and a broad range of views of participants on the 
issues under investigation, these two methods were deemed 
appropriate for this study. Thirty-seven interviews were 
conducted (19 in Kilifi County, 18 in Mombasa County), and 
eight FGDs were carried out, four in each county. The interviews 
and focus groups were facilitated by the first author (JKG). The 
interviews and FGDs were guided by questions that were set for 
parents and professionals. The guiding questions were formulated 
by the researchers based on the research questions to be answered 
(Table 2). 
 
Data storage, analysis, and interpretation 
 
The interviews and the FGDs were recorded, transcribed, and 
translated into English from Swahili, and imported to the NVivo 
v7 software program (QSR International; http://www. 
qsrinternational.com) for storage and management. Content 
analysis as described by Taylor-Powel and Renner33 was utilized to 
analyze the data. The first author (JKG) read the text three times 
for familiarization to identify key issues. The data were then coded 
using free nodes to identify consistencies and differences. All the 
free nodes with similar messages were grouped into tree nodes, 
each bearing a name of a theme. Connections within and between 
themes were identified for interpretation. Another author (AA) 
read the transcripts for triangulation. Conflicting ideas were jointly 





Written informed consents were attained from the 
participants. It was emphasized that participation in the study 
was voluntary and there were no subsequent consequences 
for refusal or withdrawal. The study was approved by the 
Kenya Medical Research Institute National Ethics and Review 




The results section of this study describes the challenges for 
parents of children with autism on the Kenyan coast regardless of 
cultural or religious affiliations. Integrated within these challenges 
were coping strategies parents in which engage during the 
parenting process. These results are divided into two broad 
themes: caring challenges and adapted coping strategies. 
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Table 1:  Demographics of study participants from rural Kilifi County (n=60) and urban Mombasa County (n=43) 
 
Group Age range 
(years) 
Educational level Religious 
affiliation 




Parents of children with 
autism 





Special needs teachers 30–52  Diploma – degree Christianity; Islam 16 12 
Clinical officers 35–48  Diploma – degree Christianity; Islam 12 8 




Table 2:  Guiding questions for parents and professionals for interviews and focus groups 
 
Guiding questions for parents Guiding questions for professionals 
• What challenges do you encounter in your day-to-day caring of 
your child with autism? 
• How do you cope with these challenges? 
• What kind of assistance or support do you get? 
• Do you have anything more to add? 
• What challenges are faced by parents of children with 
autism in this area? 
• How have these challenges affected them in relation to 
their parenting duties? 
• What coping strategies do these parents apply as they 
care for their child with autism? 
• How have these strategies helped them? 






This theme has four subthemes: stigma, lack of adequate 
health services, financial burden, and care-giving burden. 
 
Stigma:  Most parents and the professionals from rural and 
urban settings interviewed viewed parents of children with 
autism as being stigmatized and sometimes blamed for their 
child’s condition and behavior. 
 
People end up blaming me saying that I am raising my child 
in a bad way. I’m seen as an irresponsible mother. I feel 
ashamed of myself. (Interview, parent, rural county) 
 
They are suffering because as Africans, in any society, you 
know your hope is to get a normal child. These parents are 
disregarded. (Interview, teacher, rural county) 
 
There are those people like in a church. When they see a child 
moving up and down and disturbing people, they blame the 
parent. Then you are banned from church services. (FGD, 
parent, urban county) 
 
Most participants from the two counties highlighted non-
acceptance of the child with autism by peers, family 
members, relatives, and the wider community. Lack of 
acceptance was expressed in the form of social exclusion of 
the child. 
 
I would like the family, relatives, neighbors and the 
community to accept my child because no one is happy to have 
a child with this condition. (FGD, parent, rural county)    
 
There is a child at my aunt’s place, he is dirty, eats alone, 
and when he comes close to other children, they move away 
from him. (Interview, social worker, rural county) 
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These children are isolated by the entire community. 
(Interview, teacher, urban county) 
 
Lack of adequate health services:  The uncertainty of 
the autism condition and lack of adequate information from 
the medical personnel in hospitals increased chances of 
parents engaging in searches for any available treatment of 
autism. Parents of children with autism, regardless of 
religious beliefs, had visited a traditional healer. 
 
I was confused, so I took him to a traditional healer because I 
was told it [the autism] was witchcraft. (Interview, 
Christian parent, rural county) 
 
I went to many hospitals. At first I took him to a company 
hospital and they told me that they don’t treat such illnesses. 
So I went to a ‘mganga’ [traditional healer]. (Interview, 
Christian parent, urban county) 
 
I went to hospitals and when they told me that my child was 
not sick, I knew that it will be a problem. I went somewhere 
else. I went to see a traditional healer. (FGD, traditionalist 
parent, rural county) 
 
Financial burden:  Most of the study participants 
interviewed from both rural and urban counties expressed 
concerns that parents of children with autism on the Kenyan 
coast use almost all the money they have towards treatment 
of their child with autism. At all levels of the struggle for 
treatment, parents found themselves with no money, yet 
their child continued with the disorder. 
 
The child did not improve after taking medication. We later 
left that one [the healer] but we had already lost all our 
money. (FGD, parent, rural county) 
 
Some days back we were at Likoni at a traditional healer …. 
The father gave 30 thousands shillings and there were no 
changes. We were left with no money. (Interview, parent, 
urban county) 
 
Also from the money point of view, depending on the setup of 
the family, if they don’t have enough income to support this 
child parents tend to give up after using the little they have. 
(Interview, clinical officer, urban county) 
 
You may find that many of these children are found in poor 
homes so you get that parents look at it [the autism disorder]; 
they do not have money so they just leave it like that. 
(Interview, social worker, rural county) 
 
Care-giving burden:  Most participants had the opinion 
that a child’s lack of daily living skills was an impediment to 
parents of children with autism to engagement in income-
generating activities. Parents were unable to leave their 
homes due to caring responsibilities towards their child with 
autism. These caring responsibilities led to lack of adequate 
time for paid work, home domestic chores and other 
activities. 
 
He has not known even toileting skills, so I have to stay with 
him throughout the day. You can’t even have time to go out 
to work or look for something to help you earn little money. 
(Interview, parent, urban county) 
 
Another problem is food. When eating you have to be there 
and help him eat because one of his hands is not able to hold 
anything. He has also not been able to think well, so you 
have to put the food for him and supervise him because when 
you give him food and you leave, he can even leave the 
chickens to eat with him. I don’t have time even to sell 
vegetables in my kiosk. This has affected me financially. 
(FGD, parent, rural county) 
 
Adapted coping strategies 
 
Participants in this study brought out two main coping 
strategies that parents of children with autism applied in their 
day-to-day caring of their child with autism. The first strategy 




© James Cook University 2016, http://www.jcu.edu.au  7 
 
Problem-focused strategies:  The problem-focused 
strategies are directed at managing or altering the problem 
that brings the distress34. 
 
Diet  Several interview participants from the urban county 
and a few from the rural county thought that avoidance of 
certain foods given to children with autism could control 
autistic behaviors. Some professionals seemed to advise 
parents on issues of diet. 
 
He should not use sugar in his diet/food, should not take cow 
milk and other fruits like pawpaw, or anything with sugar. 
This makes him hyper. (Interview, parent, urban county) 
 
We also advise the parents to be careful with issues of foods for 
example, because there are some types of foods which when 
taken by a person with autism worsens the condition. 
(Interview, teacher, rural county) 
 
Certain foods are not recommended. I started taking the 
measures that my child avoids those foods. When I did that I 
saw many changes happening; like a lot of fear reduced; the 
hyperactive behavior has also reduced. I am grateful. 
(Interview, parent, urban county) 
 
Respite care  Respite care mentioned by parents was taking 
the child with autism to a boarding school. That was where 
the child would get better assistance. 
 
For the case of my child, he is assisted in a boarding school. It 
has been helpful. (FGD, parent, urban county) 
 
My assistance is continuing going to school. Boarding school 
is better. I can do other things at home when he is at school. 
(Interview, parent, rural county) 
 
Emotion-focused strategies:  Emotion-focused coping is 
directed at regulating the emotional response to the 
problem34. 
 
An important coping strategy mentioned by the majority of 
the participants was spiritual coping. This manifested itself in 
belief and acceptance that the child’s condition was part of a 
bigger plan, and in prayers and active searching for spiritual 
healing. 
 
Belief in supernatural powers  The belief that the child’s 
condition was part of a predestined plan by God was raised by 
several parents. These parents then expressed an acceptance 
of this situation and it seemed to be a salient coping strategy 
in this region. 
 
We have tried to treat him in the hospitals and have not got 
any success, so we see it as ‘majaliwa’ [God’s wish]. (FGD, 
parent, rural county) 
 
There are many things that were said but I did not want to 
listen to that because I know that on the way my child has 
been treated by various doctors with no success. I know that 
this condition is ‘majaliwa’ [God’s wish].' (Interview, 
parent, urban county) 
 
Spiritual healing  Expectations of divine interventions were 
also highlighted by participants in this study. Spiritual or 
prophetic healing was highly expected during prayer sessions. 
 
So I have not gone to a traditional healer because I believe in 
prayers, and that the prayers will heal my child. (FGD, 
parent, rural county) 
 
I went for prayers and the man of God told me that this child 
has no problem, it is God who has blessed you with him just 
like that; we will pray for him and God will perform a 
miracle. (Interview, parent, urban county) 
 
Because of her child‘s condition she decided to go to church 
for prayers. Prayers have helped her very much to accept and 
live with the child happily. (Interview, teacher, urban 
county) 
 
If these things are given follow up and even the church people 
get involved, for example a brother to (…) was prayed for 
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I went to a madrassa teacher [teaches Quran] and asked him 
to pray for my child. He asked me if at the mosque or at 
home. I said at home. (FGD, parent, urban county) 
 
Prayers  Prayers were perceived by parents as a powerful 
tool in enhancing their relationship with God. They believed 
that the child with autism was a test of their faith from God. 
 
They say that it takes faith to be strong. It is our faith that is 
being tested. (FGD, parent, rural county) 
 
Above all I thank God because I go for prayers, so I don’t have 





The present study describes some of the challenges of living 
with a child who has autism in rural and urban settings on the 
Kenyan coast. Participants in this study included parents of 
children with autism and professionals who interact regularly 
with these parents and children with autism from rural and 
urban counties with diverse culture and religious affiliations. 
Religion and family values influence cultural perceptions of 
autism and the welfare of families. The study revealed that 
parents of children with autism living in this part of Kenya 
experience common challenges when caring for a child with 
autism. A number of key findings were observed. First, 
raising a child with autism on the Kenyan coast puts a 
tremendous strain on parents due to the stigma associated 
with the disorder. Second, the impact of societal negativity 
towards a child with autism may force parents to engage in a 
search for possible treatments. Third, the need for constant 
monitoring of the child with autism has negative economic 
impact on the parents. Fourth, parents apply strategies that 
are either problem-focused or emotion-focused to enable 
them to cope with the stresses of living with an autistic child. 
 
The findings suggest that due to the stigma expressed by the 
community towards parents of children with autism in this 
region, shame was experienced by parents, and isolation of 
the child and family was reported. Parents from both rural 
and urban counties, regardless of their religious affiliations or 
cultural beliefs, experienced social isolation of their child, 
community intolerance and problems negotiating public 
encounters. This insensitivity and negative comments made 
by community members resulted in parents perceiving 
themselves as social outcasts, negatively influencing their 
socio-emotional stability. Similar findings have been 
documented in India35-37. These findings also support the 
findings by Werner38, who reported that parents spend most 
of their time dealing with the undesirable behaviors of the 
child. The results of this study suggest that stigma 
experienced by parents of children with autism is a global 
issue shared in both resource-rich and poor countries of the 
world. The results further suggest that autism seems to be 
underestimated in sub-Saharan Africa as parents from rich and 
poor settings seem to share equal consequences. 
 
In this study, two major challenges are highlighted that are 
more common in resource-poor countries: financial burden 
and reduced time for economic activities. These factors 
increase the risks of poverty, leading to deprivation of basic 
family needs. Similar results have been noted by Montes and 
Halterman39, in which there was an association between 
childhood autism and loss of family income. It was estimated 
that approximately 14% of family annual income went 
towards the care of a child with autism. The financial 
constraints for care of children with disability have been 
described in disability studies conducted in the 
region40,41. Given that most of this region is resource-
constrained, with a significant percentage of parents (up to 
71%) living on less than US$10 a day, the financial burden 
associated with having a child with autism is devastating for 
some families. 
 
So how did parents of children with autism in this region deal 
with their challenges? The present study’s results show that 
they used both problem- and emotion-focused approaches. 
One intervention that seems to be very popular among 
parents on the Kenyan coast is diet, where some foods or 
groups of foods are eliminated from the child’s diet. Parents 
took these measures following advice by different 
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professionals they had consulted. The popularity of the diet 
intervention among parents of children with autism in Kenya 
could be explained by the fact that the Autism Society of 
America42 has endorsed the use of dietary 
interventions. Garvey43 also highlighted the use of diet 
together with nutritional supplements in the treatment of 
autism. However, a recent review study has revealed that 
dietary therapy alone is not sufficient in the management of 
autism44. There is need for more research on the use of diet 
in treatment of autism. 
 
Respite care was viewed by participants to assist parents in 
the management of their child with autism. Taking a child 
with autism to a boarding school enabled the parent to have 
time for other household chores. This could suggest the 
disintegration of the extended family in the African context. 
Previously, parents in Africa depended on family members 
for respite care45.  
 
Spiritual coping, by belief or seeking prayer, is a salient 
approach for dealing with autism in this population. Some 
parents found solace in the belief that the presence of a child 
with autism in the family was planned by God. Parents 
utilized this strategy after their efforts and consultations to 
get treatment for their child were unsuccessful. In a way, 
parents are pacified by the belief that God wanted the child to 
have autism. Similar strategies have been described in other 
studies of families of children with autism15,46,47. 
 
Anticipation of a miracle through prayer dedications was 
mentioned by participants from both settings. There seems to 
be widespread speculations in both rural and urban settings 
that spiritual healing is possible through the upholding of 
strong faith in prayers. This phenomenon seems to play a 
specific role in the adaptation of parents of children with 
autism in this region. Not a lot of investigation has been 
conducted in this particular subject; however, a few studies 
have presented data to suggest that religious coping may help 
to reduce stress and depression in parents of children with 
autism46,48,49. There is need for a study to explore the 
association between religious coping and parental adaptation. 
 
Weaknesses of the study 
 
This study was carried out in two of the seven counties on the 
Kenyan coast, thus these results may not conclusively 
describe the caring experiences of parents of children with 
autism from the entire coastal region. There is need for a 
study that would utilize study participants from the whole 
country, to provide a wider scope of views and perceptions 
that can be generalized to the wider Kenyan population. The 
socio-economic status of the participants could have been 
considered as a variable that could influence responses of 
participants, but data was not collected in this study. 
 
Study implications and recommendations 
 
The results demonstrate that having a child with autism puts 
an incredible strain on the personal and emotional resources 
of parents. This may be reduced by early identification that 
will lead to early intervention for children with autism in this 
area, as is described in studies from Western countries50. 
Parents need to be empowered and supported within their 
counties and communities. A home-based participatory 
model has been used with parents of children with 
communication problems in the region to enhance 
communication skills between parents and children with 
communication disorders51. It is recommended that this 
model could be extended to parents of children with autism 
to strengthen parental resilience and to challenge stigma and 
discrimination52. It is also recommended that professionals 
engage parents in discussions related to parental beliefs about 
etiology of autism and available treatment options. These 
would help raise parental awareness and contribute towards 




This study observed a range of challenges encountered by 
parents from both rural and urban setups on the Kenyan coast 
that could have tremendous impact on the care of children 
with autism. Knowledge of parental experiences in caring for 
a child with autism is vital in addressing the unmet needs of 
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children with autism and their parents. This knowledge could 
be important in the design of community-based interventions 
where parents play a major role in the implementation and 




The authors thank the Director of Kenya Medical Research 
Institute for permission to publish the data. This work would 
not have been possible without the efforts of the educational 
assessment and resource center team in Mombasa County and 
the neuro-assessment clinic team in Kilifi County. Thanks to 
Karren Visser for her critical appraisal and for editing the 
final draft of this manuscript.  
 
This project was supported by KEMRI/Wellcome Trust 
Research Programme in Kenya and Oxford University, UK. 
Professor Charles Newton is supported by Wellcome Trust, 




1. Lainhart J. The psychiatry of autism: disorders in probands and 
relatives. International Journal of Review & Psychiatry 1999; 11: 278-
298. 
 
2. Boyd BA. Examining the relationship between stress and lack of 
social support in mothers of children with autism. Focus on Autism & 
Other Developmental Disabilities. 2002; 17(4): 208-215. 
 
3. Gray DE. Ten years on: a longitudinal study of families of 
children with autism. Journal of Intellectual & Developmental Disability 
2002; 27(3): 215-222. 
 
4. Konstantareas MM, Homatidis S. Mothers’ and fathers’ self-
report of involvement with autistic, mentally delayed and normal 
children. Journal of Marriage & Family 1992; 54: 153-164. 
 
5. Trigonaki N. Parents of children with autism and the five basic 
needs. International Journal of Reality Therapy 2002; XXI(2): 13-14. 
6. Brown HK, Ouellette-Kuntz H, Hunter D, Kelley E, Cobigo V, 
Lam M. Beyond an autism diagnosis: children’s functional 
independence and parents’ unmet needs. Journal of Autism & 
Developmental Disorders 2011; 41(10): 1291-1302. 
 
7. Africa Network for Prevention and Protection Against Child 
Abuse and Neglect. A communique on a project to increase the level of 
awareness on autism and development of a mechanism of care and support of 
children with autism in Enugu State, South Eastern Nigeria. Lagos: Africa 
Network for Prevention and Protection Against Child Abuse and 
Neglect, 2007. 
 
8. Autism Society of Kenya. Autism in Kenya. (Internet) 2007. 
Available: http://www.autismcenterkenya.or.ke/our-story.html 
(Accessed 5 January 2015). 
 
9. Bakare M, Ebigho P, Agomoh A, Menkiti N. Knowledge about 
childhood autism among healthworkers questionnaire: description, 
relaibility and internal consistency. Clinical Practice & Epidemiology in 
Mental Health 2008; 4: 17. 
 
10. Gona JK, Newton RC, Rimba K, Mapenzi R, Kihara M, Van de 
Vijver F, et al. Parents’ and professionals’ perceptions on causes 
and treatment options for autism spectrum disorders (ASD) in a 
multicultural context on the Kenyan coast. PLoS ONE 2015; 10(8): 
e0132729. 
 
11. MacCubbin HI, McCubbin MA, Thomas AI, Han S, Allen CT. 
Families under stress: what makes them resilient? Journal of Family 
and Consumer Sciences 1997; Fall: 2-11. 
 
12. McCubbin HI, Patterson JM. The family stress process: the 
double ABCX Model of adjustment and adaptation. Marriage & 
Family Review 1983; 6: 7-37. 
 
13. Lazarus RS. From psychological stress to emotions: a history of 
changing outlooks. Annual Review of Psychology 1993; 44: 1-21. 
 
14. Fernell E, Erickson MA, Gillberg C. Early diagnosis of autism 
and impact on prognosis: a narrative review. Clinical Epidemiology 
2013; 5: 33-43. 
 
 
© James Cook University 2016, http://www.jcu.edu.au  11 
 
15. Wang P, Michaels CA, Day MS. Stresses and coping strategies 
of Chinese families with children with autism and other 
developmental disorders. Journal of Autism & Developmental Disorders 
2011; 41: 783-795. 
 
16. Altiere MJ, von Kluge S. Searching for acceptance: challenges 
encountered while raising a child with autism. Journal of Intellectual 
and Developmental Disability 2009; 34: 142-152. 
 
17. Allik H, Larson JO, Smedje H. Health-related quality of life of 
parents of school-age children with Asperger syndrome or high-
functioning autism. Health & Quality of Life Outcomes 2006; 4(1): 1-
8. 
 
18. Lee GK, Lopata C, Volker M, Thomeer ML, Nida RE, Toomey 
JA, et al. Health-related quality of life of parents of children with 
high functioning autism spectrum disorder. Focus on Autism & Other 
Developmental Disabilities 2009; 24: 227-239. 
 
19. Werner EA. Families, children with autism and everyday 
occupation. Dissertation Abstracts International 2001; 38: 177-190. 
 
20. Link BG, Struening EL, Rahav M, Phelan JC. On stigma and its 
consequences: evidence from a longitudinal study of men with dual 
diagnosis of mental illnessess and substance abuse. Journal of Health 
& Social Behaviuor 1997; 38(2): 177-190. 
 
21. Goffman E. Stigma. Notes on the management of spoiled identity. 
Englewood Cliffs, NJ: PrenticeHall, 1963. 
 
22. Link BG, Phelan JC. Conceptualizing stigma. Annual Review of 
Sociology 2001; 27: 363-385. 
 
23. Gray DE. Accommodation, resistance and transcendence: three 
narratives of autism. Social Science & Medicine. 2001; 53: 1247-1257. 
 
24. Gray DE. Coping over time: the parents of children with 
autism. Sociology of Health & Illness 2006; 50: 970-976. 
 
25. Loung J, Yoder MK, Canham J. Southeast Asian parents raising 
a child with autism: a qualitative investigation of coping styles. 
Journal of School Nursing 2009; 25: 222-229. 
26. Folkma S, Lazarus RS. If it changes it must be a process: a study 
of emtion and coping during three stages of a college examination. 
Journal of Personality and Social Psychology 1985; 48: 150-170. 
 
27. Folkma S, Lazarus RS. An analysis of coping in a middle-aged 
community sample. Journal of Health And Social Behaviour 1980; 21: 
219-239. 
 
28. Bakare MO, Agomoh AO, Ebigbo PO, Eaton J, Okonkwo KO, 
Onwukwe JU, et al. Etiological explanation, treatability and 
preventability of childhood autism: a survey of Nigerian healthcare 
workers’ opinion. Annals of General Psychiatry 2009; 8: 6. 
 
29. Cohen T. The invisible disability: perceptions and potentials of 
children with autism in Kisumu, Kenya. Nairobi: School for 
International Training: Health and community Development, 2012. 
 
30. WHO, ILO, UNESCO. Joint position paper on CBR in Helsinki. 
Geneva: WHO, Geneva, 2004. 
 
31. Gona JK, Mung’ala-Odera V, Newton CR, Hartley S. Caring 
for children with disabilities in Kilifi, Kenya: what is the carer’s 
experience? CHILD: Care, Health & Development. 2011; 37(2): 175-
183. 
 
32. Kenya National Bureau of Statistics. National Census. Nairobi: 
Kenya National Bureau of Statistics, 1999. 
 
33. Taylor-Powel E, Renner M. Analyzing qualitative data. 
Programme development and evaluation. Madison, WI: University 
of Wisconsin-Extension, Cooperative Extension, 2003. 
 
34. Lazarus RS, Folkman S. Stress, appraisal and coping. New York: 
Springer Publishing, 1984. 
 
35. Vaidya S. A social study of families with autism in Delhi: issues and 
challenges. Paper presented at Asian Autism Conference, Sydney, 
2009. 
 
36. Dhar R. Living with a developmentally disabled child: attitude 




© James Cook University 2016, http://www.jcu.edu.au  12 
 
37. Edwardraj S, Mumtaj K, Prasad JH, Kuruvilla A, Jacob KS. 
Perceptions about intellectual disability: a qualitative study from 
Vellore, South India. Journal of Intellectual Disability Research 2010; 
54: 736-748. 
 
38. Werner E. Families, children with autism and everyday 
occupation. Dissertation Abstracts International 2001; 6204B: 1835. 
 
39. Montes G, Halterman JS. Association of childhood autism 
spectrum disorders and loss of family income. Pediatrics 2008; 
121(4): e821-826. 
 
40. Carter J, Molyneux C, Mbuba C, Jenkins J, Newton CR, 
Hartley S. The reasons for epilepsy treatment gap in Kilifi: using 
formative research to identify interventions to improve adherence 
to antiepileptic drugs. Epilepsy Behaviors 2012; 25(4): 614-621. 
 
41. Gona JK, Hartley S, Newton CR. Using participatory rural 
appraisal (PRA) in the identification of children with disabilities in 
rural Kilifi, Kenya. Rural and Remote Health (Internet) 2006; 6: 553. 
Available: www.rrh.org.au (Accessed 13 June 2010). 
 
42. Autism Society of America. What is autism? (Internet) 2002. 
Available: http://www.autismsociety.org (Accessed 5 January 
2015). 
 
43. Garvey J. Diet in autism and associated disorders. Journal of 
Family & Health Care 2002; 12(2): 34-38. 
 
44. Kawicka A, Requlska-Ilow B. How nutritional status, diet and 
dietary supplement can affect autism. A review. Roczniki Pa?stwowego 
Zak?adu Higieny 2013; 64(1): 1-12. 
 
45. Hartley S, Ojwang P, Baguwema A, Ddamulira M, Chavuta A. 
How do carers of disabled cope? The Ugandan perspective. Child: 
Care, Health & Development 2004; 31: 167-180. 
 
46. Gray DE. Coping with autism: stresses and Strategies. Sociology 
of Health & Illness 1994; 16: 275-300. 
 
47. Woodgate RL, Ateah C, Secco L. Living in a world of our own; 
the experiences of parents who have a child with autism. Qualitative 
Health Reserach 2008; 18: 1073-1083. 
 
48. Stolley JM, Buckwalter KC, Koenig HG. Prayer and religious 
coping for caregivers of persons with Alzheimer’s disease and 
related disorders. American Journal of Alzheimer’s Disease & other 
Dementias 1999; 14: 181-191. 
 
49. Trarakeshwar N, Pargament KI. Religious coping in families of 
children with autism. Focus on Autism & Other Developmental 
Disabilities 2001; 16: 247-260. 
 
50. Dawnson G. Randomised, controlled trial of an intervention 
for toddlers with autism: The Early Start Denver Model. Pediatrics 
2010; 125: 17-23. 
 
51. Gona JK, Newton CR, Hartley S, Bunning K. A home-based 
intervetion using augmentative and alternative communication 
(AAC) techniques in rural Kenya: what are the caregivers’ 
experiences? CHILD: Care, Health & Development 2013; 40(1): 29-40. 
 
52. Papageorgiou V, Kalyva E. Self-reported needs and 
expectations of parents of children with autism spectrum disorders 
who participate in support groups. Reserach in Autism Spectrum 
Disorders 2010; 4: 653-660. 
 
 
